Objectives: Chronic rheumatic diseases, which have a progressive course, lead to large deficits in physical, mental and social functioning. In the process of the planned and systematic education of patients/families, it is extremely important to identify patients' health problems as well as their needs and expectations. Study objectives: To assess the learning needs of patients with rheumatoid arthritis (RA) and systemic sclerosis (SSc). Material and methods: This was a multicenter, cross-sectional study conducted in seven rheumatology centers in Poland. Health problems were defined as disability (HAQ-DI), pain (Pain VAS), fatigue (Fatigue VAS) and severity of disease (0-100). The educational needs were measured using the Pol-ENAT (0-156). Statistical analysis was performed using PQStat v.1.4.2 and Excel. Results: The study involved 277 patients with rheumatoid arthritis and 140 with systemic sclerosis. The average age of respondents was comparable in RA (53.3 ±13.0 years) and SSc (54.1 ±14.2 years). Patients suffered from RA on average for 13.7 ±10.6 years and from SSc for 10.9 ±10.3 years. With age and duration of disease, the health problems worsened (p < 0.05). The reported needs of education (Pol-ENAT) were generally at the secondary level -RA 66.4 ±29.3 -younger people (p = 0.008) and those with early RA (r = -0.151, p = 0.011); SSc 71.5 ±27.7 -regardless of age and duration of SSc. Educational needs of patients with SSc correlated with the severity of certain health problems and health evaluation (pain r = 0.334, p < 0.001; fatigue r = 0.243, p = 0.004; severity of disease r = 0.242, p = 0.004 and disability r = 0.291, p < 0.001). Conclusions: All patients reported the need for education, although it was slightly higher in patients with SSc. There was a decline in interest in education with progressive disability in RA, while in SSc interest in education increased with the progress and severity of the disease.
Introduction
Education of patients is an essential part of treatment of any disease of the musculoskeletal system; however, it is particularly important in the case of chronic diseases which bring long-lasting pain and significant dysfunction, as well as lowering of quality of the patients' life [1] .
Rheumatological patients need support and advice on how to live with the disease, how to handle problems arising from the limitations due to the physical nature of the difficulties, problems in fulfilling family and professional roles, with stress and suffering. Patients needs help in adapting to new living conditions and in learning about different methods of self-care. It is also necessary Reumatologia 2016; 54/4 to have knowledge concerning the adverse effects of therapy, monitoring early signs of the disease, indicating the involvement of internal organs in the course of the disease, as well as life-threatening conditions [2] .
Rheumatoid arthritis (RA) is the most commonly occurring systemic connective tissue disease with an immunological background. It is characterized by non-specific, symmetric arthritis that leads to impaired movement, progressive destruction, presence of extra-articular changes, including complications in many organs. It is also characterized by its chronic course, with periods of exacerbation and remission. It can lead to large deficits in the area of the physical as well as mental and social functioning [3] .
The disease prevalence is about 1% in Caucasians. It is estimated that about 400,000 people are suffering from inflammatory arthritis diseases including RA in Poland. Most patients become ill during their 4 th -5
th decade of life, with the vast majority being women [4] .
One of the main elements in the therapeutic approach to RA is education, whose aim is to help the patient maintain as much functional capacity and social activity as possible [1] .
Another connective tissue disease is systemic sclerosis (SSc), scleroderma, which differs from RA in terms of etiology, pathogenesis and its clinical course. It is characterized by abnormal morphology and functioning of blood vessels and progressive fibrosis of skin and internal organs, which leads to their failure [5] .
Systemic sclerosis is not a single disease. The most common clinical form of SSc is limited systemic sclerosis (lSSc) (approx. 2/3 of cases). A more severe form of SSc is diffuse systemic sclerosis (dSSc) (approx. 1/3 of all cases of SSc) [5] . Systemic sclerosis prevalence is estimated to be between 3 and 24 per 100,000 population and appears to be higher in North America and Australia as compared to Europe and Japan [6] . It is estimated that in Poland SSc affects around 10,000 people, mostly women. The peak incidence is between 35 and 55 years of age [7] .
Standard therapy for SSc is an organ-specific treatment, based on the principles of complexity and individualization. The patients' education occupies an important place here; it is primarily aimed at preparing the patient for self-care and self-monitoring of their health state, paying particular attention to monitoring of symptoms of organ damage (scleroderma renal crisis [SRC] , pulmonary arterial hypertension [PAH]) [7] .
It can be assumed that properly conducted education, in relation to both patients with RA and those with SSc, would mitigate the course of these chronic diseases, slow down their progression and reduce complications.
Rheumatologic patients' education is widely practiced in most European countries. The authors of this paper conducted a detailed study on the educational needs of patients with RA [8] and SSc [9] , based on the Polish version of the ENAT, analyzing them in the context of socio-demographic data, which are health problems common to both diseases. This study is an attempt to present the existing differences, as well as proving how different the needs might be depending on the type of connective tissue disease. The authors have tried to demonstrate the importance of so-called "tailor-made" education in rheumatic diseases.
Specific objectives: to identify the differences in the effects of selected health problems of patients with RA and SSc on the daily functioning; to analyze the relationship of the socio-demographic variables and duration of the disease with the intensity of selected health problems and educational needs, depending on the type of rheumatic disease and the present health problems.
Material and methods
The study was conducted at the Department of Rheumatology and Internal Diseases, Medical University of Bialystok, and in 6 other rheumatologic centers in Poland, on 277 patients with RA and 140 with SSc. The inclusion criterion for the study was to identify rheumatoid arthritis, based on the ACR/EULAR 2010 criteria, and systemic sclerosis based on the ACR/EULAR 2013 criteria and the age ≥ 18 years. The study has been approved by the Bioethics Committee at the Medical University of Bialystok (R-I-002/249/2014, R-I-002/87/2015). The patients expressed their written consent to participate in the study.
The method used in the study was a diagnostic survey: the Polish version of the Educational Needs Assessment Tool (Pol-ENAT) (0-156), the Health Assessment Questionnaire (HAQ DI) (0-3), Pain Visual Analogue Scale (VAS), Fatigue VAS, and overall severity of disease from the patients' perspective (VAS 0-100).
The Polish Needs Assessment Tool (Pol-ENAT) is a tool used for systematic assessment of the educational needs of patients with rheumatic diseases. The questionnaire was translated, validated and underwent a cultural adaptation to Batton in Poland at the Medical University of Bialystok in 2012, separately for patients with RA and for patients with SSc [10] . The tool is a questionnaire completed by the patient; it contains 39 items, grouped into seven domains: managing pain (0-24), movement (0-20), feelings (0-16), the process of disease (0-28) treatments (0-28), self-help measures (0-24) and support systems (0-16). Adding up all the transformed domain scores, ENAT gives the total score, which is an estimate of the patient's educational needs (range = 0-156) [11] [12] [13] .
Data analysis
For the statistical analysis of the collected data, the method of the description and the study of the interaction between the quantitative and qualitative traits were used. For independent groups, one-way ANOVA to verify the hypothesis of equality of means for studied variables was used. For nonparametric data, the statistical test of independence based on chi-square was analyzed. It was also examined whether there is a linear relationship between the measured traits (Pearson correlation coefficient r). The level of significance α = 0.05. Statistical analysis was performed using PQStat v.1.4.2 and Excel.
Results
The study included 277 patients with RA (n = 277), including 214 women (77.3%) and 140 patients with SSc (limited systemic sclerosis -lSSc n = 83, 59.3% of embodiment diffuse systemic sclerosis -dSSc n = 57, 40.7%), 125 women (89.3%). The mean age of the patients with RA was 53.3 ±13.0, and that of SSc was comparable -54.1 ±14.2. The majority of respondents in both groups were in the age > 41 years. Duration of RA was on average 13.7 ±10.6 and SSc 10.9 ±10.3 ( Table I ).
The analysis of analogue scales in patients with RA revealed that selected health problems were assessed at the secondary level. The mean Pain VAS (0-100) score was 54.9 ±23.2, fatigue 52.9 ±22.0, and the overall impact of the disease on daily functioning was 54.2 ±21.3. Patients with RA also assessed their performance in activities of daily living (HAQ DI 0-3). They obtained average value of 1.4 ±0.7 (Table I) .
The greatest intensity of the studied SSc patients' health was related mainly to fatigue: Fatigue VAS 46.6 ±29.5. The average value of the pain (Pain VAS) was lower than in RA and was 39.2 ±29 and the sense of disease activity was noted at 44.4 ±26.4. Disability in patients with SSc was also higher than in patients with RA, but revealed certain difficulties -HAQ DI 1.1 ±0.7 (Table I) . The detailed analysis of data, using the Pearson correlation coefficient (r), indicates that the age of patients with RA had a significant impact on the severity of all investigated symptoms. There was a positive linear relationship in the assessment of the variables studied (Pain VAS r = 0.186, p = 0.002; Fatigue VAS r = 0.147, p = 0.014; the overall impact of the disease on daily functioning r = 0.248, p < 0.001) (Table II) .
Older age of patients with SSc also significantly influenced the severity of the reported symptoms (Pain VAS r = 0.294, p < 0.001; Fatigue VAS r = 0.273, p = 0.001; the impact of the disease on daily activities r = 0.250, p = 0.003).
The results obtained on the basis of HAQ DI demonstrated that with age, the patients from both test groups had poorer performance in self-care (RA r = 0.474, p < 0.001; SSc r = 0.254, p = 0.002). The study has revealed that along with the duration of RA (r = 0.442) and SSc (r = 0.334) the patients reported lower efficiency in everyday activities (HAQ DI) (p < 0.001) (Table II) .
In the group with RA there was not observed a significant relationship between the duration of the disease and the degree of symptoms tested (with the exception of the impact on daily activity: r = 0.181, p = 0.002), whereas in patients with SSc there was observed a correlation with the sensation of pain in the joints (Pain VAS) (r = 0.342, p < 0.001), the occurrence of fatigue (Fatigue VAS) (r = 0.147, p = 0.020) and a subjective assessment of the activity of SSc (r = 0.259, p = 0.002) ( Table II) .
Analysis of the Pol-ENAT questionnaire
The overall assessment of educational needs of respondents (0-156) with RA and SSc revealed needs and expectations concerning increasing knowledge about the disease at a medium level: RA 66.4 ±29.3, SSc 71.5 ±27.7.
In the case of rheumatoid arthritis in general, quite a lot of interest was noted in the domains of coping with pain (11.8 ±5), self-care (11 ±5.2) and feelings (7.6 ±4.3).
The respondents with scleroderma declared mainly interest in the domains of the disease process (15 ±5.8), self-care methods (12.5 ±6.5) and pharmacological and non-pharmacological methods of dealing with pain (12.4 ±5.6) ( Table I) .
The detailed analysis of the results of the Pol-ENAT questionnaire revealed significantly higher needs of respondents with RA aged ≤ 40 years, in emotion and course of the disease (p < 0.001) and dealing with the pain (p = 0.001), self-care (p = 0.002) and treatment (p = 0.029).
Also in the group of patients with early RA there was observed a significantly higher need for education in the domain of coping with emotions than in patients in the later period of the disease (r = -0.198, p < 0.001). In contrast, respondents with an RA duration of 0-5 years reported higher educational needs concerning coping with pain (r = -0.226, p < 0.001), the disease process (r = -0.213, p < 0.001), and self-care (r = -0.199, p < 0.001), as well as the treatment (r = -0.150, p = 0.012) ( Table III) .
The analysis of SSc patients' data revealed that independent variables such as age and duration of illness did not affect the educational needs of patients.
Educational needs were different, and depended on the perceived ailments. In patients with RA there was no significant correlation with the examined variables, whereas the group with SSc showed a positive linear correlation between the overall average value of Pol-ENAT (71.5 ±27.7) and subjective assessment of the severity of pain (Pain VAS) (r = 0.334, p < 0.001), fatigue (Fatigue (Table II) .
Discussion
Patients suffering from chronic rheumatic disease face three kinds of problems, i.e. loss or severe restriction of the fundamental functionality and continuous suffering from pain and other symptoms resulting from the disease; the secondary consequences of the disease that limit the ability of an individual to perform further social functioning; and the negative impact of the disease on self-esteem and life expectations. All of these factors result in creating a spiral of passivity and apathy, a sense of hopelessness and uselessness, which in turn reduces the quality of patients' life.
The American College of Rheumatology and the European League of Associations for Rheumatology (ACR/ EULAR 2010) recommend goals for the treatment of rheumatoid arthritis that aim at long-term maintenance of the best possible patients' life quality. This can be achieved by monitoring symptoms, lowering the level of pain, and preventing destructive changes in the joints. The aim is to normalize the physical fitness and the ability to participate in social life [14] . In systemic sclerosis a priority objective is also preventing the complications from internal organs, as well as alleviation of pain, protection of the joints, pain management, prevention of infections, emotional support and health education [7] .
In the process of planned, systematic education of the patient/family it is extremely important to identify the needs and expectations of the patient, as well as to identify his/her health problems and difficulties in the somatic, social and psychological spheres.
The aim of the study was to perform a comparative analysis of educational needs of patients diagnosed with rheumatoid arthritis or systemic sclerosis, in the context of health problems common to both diseases, expressed in a subjective assessment.
The analysis of health parameters of patients with RA and SSc, based on linear scales, showed the assessment of studied variables at a medium level, although the patients with SSc expressed slightly lower severity of symptoms.
The progressive nature of rheumatoid arthritis causes worse and worse functioning of the patients [15] . In our study it was observed that the duration of the disease impacts the progressive lack of functionality. The patients reported increasing difficulty in activities of daily living along with the duration of both RA and SSc (p < 0.001).
The role of nurses in the therapeutic treatment of rheumatic diseases in the patients' education is to design and to teach strategies of coping with the disease and to increase the capacity of self-care [2] . A Dutch study showed that patients' expectations of the rheumatic nurses were focused mainly on education, promoting self-care, well-organized care and emotional support [16] .
Our analysis, based on the Polish version of the Pol--ENAT, showed that the vast majority of patients with RA and SSc (> 80%) would like to receive information that might help them in coping with the disease. Overall assessment of educational needs showed interests in education of RA subjects at a secondary level (66.4), and in SSc subjects at a slightly higher level (71.5).
The Austrian research confirmed the high interest in education among RA patients [17] . These results are consistent with previous studies that indicated a high demand for information on diseases and therapies [18, 19] .
Mendelson and Poole [20] believe that SSc patients' positive attitude to fighting the disease can be achieved through accurate information, support and therapeutic activities.
The evaluation of specific domains of Pol-ENAT showed the greatest demand of Polish patients with RA on knowledge of the methods of coping with pain, self-care and feelings. Also the researchers who used the Dutch version of the Educational Needs Assessment (DENAT) pointed to the need for knowledge of their patients in the field of the arthritis process, treatments for health professionals and self-help measures [21] .
Respondents suffering from SSc were particularly interested in the domain of the process of disease, selfcare methods, coping with pain and emotions.
Van Eijk-Hustings et al. [22] also demonstrated that patients with rheumatic diseases, mainly RA, are interested in education about the disease itself, treatments, and side effects of pharmacological therapy applied.
The main psychological problem of patients suffering from RA is anxiety that is associated with the recurrent inflammatory disease and pain [23, 24] . Symptoms of anxiety and depression are relatively common in patients with RA [25] . This is also confirmed by research based on the Austrian-German version of the ENAT (OENAT); the study also pointed to the large interest, especially among women, in topics related to coping with emotions [17] .
In our study the educational needs concerning dealing with emotions were rated as quite important, both among patients with RA and those with SSc. Women suffering from RA wanted to know significantly more about dealing with emotions than men, especially in early RA (0-5 years) (p < 0.001). Younger patients also indicated interest in issues related to the arthritis process (p < 0.001), coping with pain (p = 0.001), self-care (p = 0.002) and treatments (p = 0.029).
The study based on the DENAT questionnaire also indicated that younger patients with RA have a higher deficit of knowledge in the domains concerning coping with pain, emotions and getting support than older ones [21] .
Neame et al. and Adab et al. [18, 19] confirmed less interest in education together with the duration of RA, which goes hand in hand with progressive functional disability.
Respondents suffering from SSc declared relatively high interest in education, regardless of age and duration of illness. Other studies also showed that patients with scleroderma report the need for clear and effective information at every stage of the disease [26] .
Mendelson and Poole [20] emphasized that the patients with systemic sclerosis need knowledge on how to deal with the limitations of a physical nature, dysfunction of manual and mental support, and to adapt to physical changes in the body and restrictions in the future.
To conclude, it should be noted that the aim of patients' education is to adapt them to living with a chronic, progressive disease of the connective tissue, helping them in adaptation and organization of working and social life, which is a difficult issue for a great number of patients. A patient with rheumatic disease should also be prepared for conscious participation in the process of treatment, nurturing and self-care. Therefore, it is very important to obtain professional help, support and education that is planned, systematic, but also focused on the needs and capabilities of the individual patient's health [27] [28] [29] .
The study has shown that in the planning of health education, diagnosis is very important, because it determines the patients' knowledge deficit, their expectations and difficulties in self-care. Each patient should be approached individually, without previous assumptions of what the patient already knows about the disease. The specific nature of the disease should be taken into account because, as it has been demonstrated by the study, the needs of RA and SSc patients are different.
Conclusions
The severity of the health problems of patients with RA and SSc (pain, fatigue, disability) are significantly affected by their age and the duration of disease. The majority of patients, regardless of the type of rheumatic disease, declare the need for education, although it is slightly higher in patients with SSc.
The patients with RA are interested in education while they are younger and with early RA, but these variables have no effect on the subjects with SSc.
An important common interest for all the respondents is the methods of dealing with pain and self-care. In addition, patients with RA emphasize the importance of knowledge concerning coping with lower emotional moods (mainly female), and SSc patients are interested in information about the diagnosis, the disease, its course and prognosis.
In patients with RA there was observed a decline in interest in education along with progressive disability, while in SSc patients the interest increases with the progress and severity of the disease.
